SUPPORTING MENTAL HEALTH SERVICE USER INVOLVEMENT 

AN EVALUATION OVERVIEW

Introduction 

The National Centre for Public Policy, University of Wales, Swansea has been involved in an on-going evaluation of a three-year pilot project supporting mental health service-user involvement. The pilot project covered a large geographical area of three local authorities that were formally part of a single health authority. The areas in question include a number of large urban populations and former industrial communities. Both the pilot project and the evaluation were funded by the Welsh Assembly Government. In total the evaluation has generated five evaluation reports through the lifetime of the pilot project. This report is based on evidence gathered throughout the evaluation period. 

Methodology 

An action research methodology was employed to allow for a continuous process of evaluation and periodic feedback to the pilot project. Within the general research approach a mixed methodology has been used to gather a wide range of information. This has included analysis of secondary material; interviews with a wide range of service providers from the statutory and voluntary sectors and self-help user networks; interviews with service users and user representatives across the area; on-going non-participant observation; development and administration of a user self-complete questionnaire through co-operative work with a group of service users. For practical reasons the evaluation started in March 2002 a few months after the pilot project was initiated. The final period of evaluation was completed in January 2005. 

Key Findings and Recommendations 

· Funding for mental health service-user involvement needs to be adequate (taking account of development and running costs in addition to staff costs) and supported through long-term sources that afford stability. Time spent securing further short-term funding detracts staff from service development and delivery. 

· Developing meaningful service user-involvement is a long-term process. Time should be allowed for service users to be supported in developing an independent user-led agenda. Otherwise there is a danger that service user involvement becomes primarily a tool for meeting the consultation needs of service providers. 

· Organisations and projects aiming to facilitate and promote mental health service user involvement need to consider outreach work and informal non-threatening methods of engaging with a wide constituency of service users.  

· Service user representatives need on-going support in meeting the demands of their role. The demands placed on service user representatives are high. Buddy or mentoring schemes; training; provision of information and debriefing following meetings are mechanisms that can help representatives to meet these demands. 

· Within the area where the pilot project operated knowledge of the User and Survivor Network was poor and the organisation did not have credibility locally. The User Forum/Network introduced by the pilot project could be replicated throughout Wales. Information from each local forum or network could be usefully fed into a national network which engaged directly with Welsh Assembly Government. 

· Joint training is an important tool for facilitating good working relationships and supporting mental health service user involvement. 

· There is a need to identify and maintain good relationships with key senior mangers who are supportive of mental-health service user involvement. Projects such as the pilot project can assist committed managers in changing organisational culture so that it accommodates service user involvement. 

· The pilot project has had a significant impact on the level and credibility of service user involvement at the strategic level.  Progress at the service and individual levels is much more challenging. 

· Mainstreaming and sustaining mental health service user involvement will require on-going funding, training and support. 

Background

There was evidence of widespread general support for the service user involvement project when it was introduced. The pilot project employed two project workers, each covering a separate geographical area. Both patches experienced periods when there was a break after the original project worker left post and a replacement was found. This has had some impact on the work undertaken by the project during the three years with some loss if impetus during periods of staff vacancy. 

Funding has also been an issue.  Project funding provided for the employment of the two project workers but failed to take account of resources to support development activities.  In one of the project areas resources were found from alternative sources to support costs incurred through training events and project expenses. This was not possible in the other project area and as a result the project worker has had to engage in fund raising activity with the advisory group membership in addition to service delivery.  During the last year of the project, workers in both areas have been involved in the time-consuming process of attempting to secure further funding to ensure the project continues.  This has served as a major diversion in terms of time and energy. 

At the start of the project, there was an assumption that the project would arrive at an end-point where it would be self-supporting. In so far as mental health service users would be organising themselves and funding would be taken up by local partners with health and the local authorities. However gaps in the continuity of the pilot project, the significant time initially needed to establish and raise the profile of the project and the dynamics of service user involvement (as discussed later) mean that this has not happened. 

It is evident that where contact has been made and relationships developed by the project worker the project has become a focus and catalyst for mental health service user involvement. There is evidence of positive developments arising from the work of the pilot project. However maintaining and developing the profile of the project further needs to continue if the original aims are to be realised.  Evidence from the final evaluation period suggests that awareness of the project among service users is still limited. 

This evaluation overview brings together evidence from on-going research to assess the project against four principal objectives as presented in the original project proposal. 

Assessment against project objectives 

1. To assist users to develop existing and some new mechanisms for meeting to discuss, raise and respond to developments. 

In one project area a User Forum has been established which holds regular open meetings to consider plans for new and existing mental health services and other relevant issues. Trust members bring plans for consultation and have developed a productive relationship with the group. In the other project area the geographical spread of communities has led to adoption of a looser Service User Network, centred around a mailing list of interested users.  Users are also represented in a User and carer Involvement subgroup which provides input in relation to policy, planning and implementation.  There are a range of off-shoots from the main groups in each area. 

· There is evidence to suggest that the project has given service-user involvement a higher priority within organisations. 

· In both areas service user groups are primarily engaged in responding to proposals that are determined by health and the local authority.

· While the project has provided a focus for consultation activities evidence suggests that this process primarily supports providers in meeting their obligations to consult. 

There is evidence that user involvement generates some positive outcomes for those users who become involved:

· Service users are beginning to take a more active role and service user representatives are developing a range of skills and confidences as a result of their involvement.

· Senior managers report an appreciation of the expertise and considerable commitment of service users as a result of contact through the groups/networks established.  

Managers and service users share concerns regarding service user involvement and user representation.  

· There is a danger of assuming that a sizeable mailing list constituency is equivalent to an informed active group. Respondents believed that local users should represent their interests on mental health issues. 

· A significant number of service users responding to the survey (80% on average) were interested in attending user involvement meetings. This suggests that user representatives should be supported in engaging a larger user population. This would need to be supported through training and development activities.  

· The evaluation has identified the need to ensure that a wider constituency of users and users views are secured. Currently influence comes from a small core of service users who regularly attend meetings. 

· Those user representatives currently carrying out the role were either involved in representation prior to the introduction of the project or were selected by project workers. 

The demands on user representatives are heavy and include:

· Attendance at an average of 6 meetings per month. 

· Dealing with accompanying paperwork.

· Reluctance to say no to requests from professionals to take on yet further representative commitments. 

Some user representatives provide feedback to local groups but this is not done as a matter of course. Pre-meeting and debriefing meetings of user representatives were valued but did not regularly take place. User representatives were also concerned about becoming too closely involved with professionals and jeopardising their independence.  It is not clear that user representatives are in a position to address the issues that are important for the wider group of service users at this time. 

2. To facilitate access to information and training for service users about mental health issues. 

The pilot project was largely successful in providing access to information and training to service users on mental health issues and skills for user involvement.  A range of training courses were facilitated these included 'Stand Up and Speak Out', Media Training, Confidence Building, Committee Skills, Recruiting and Interviewing. In addition workshops and conferences on mental health issues were provided. The majority of courses were delivered by trainers who have used mental health services themselves.  

Training

The evaluation found that:

· Courses have been positively received and provide both skills and inspiration. 

· Service user representatives were recruited through their participation on such courses. 

· Service users are interested in attending training that provides for confidence building, assertiveness and meeting skills.

· Service users view access to training to develop user involvement skills as a positive benefit of the pilot project. 

· Some participants were able to provide training input into professional nursing and further education courses, as well as speaking at conferences. 

Information 

The evaluation found that: 

· Access to the right information is highly valued by service users.

· The newsletter produced and distributed through the pilot project was regarded by service users as an important source of information and as a good record of developments which could be referred back to. 

· The newsletter was also well received by service managers as a means to keeping informed about service user involvement developments.

· Ownership of the newsletter is at this time still placed firmly with project staff rather than service users themselves. 

3. To work with service providers and commissioners who wish to develop their user involvement practices and policies.

The project has made a significant contribution to joint work with the Local Health Boards and Trusts. Service user representatives have been supported in contributing to service development. This has included:

· Recruitment and interviewing of staff 

· Providing a resource in relation to work on attitudes to mental health as part of staff development programmes etc.

Senior managers reported that:

· Consultation with service users has improved.

· There is evidence of good joint working at the strategic level. 

· Good working relationships are facilitating attitudinal change within organisations that they believe will positively influence organisational culture in the future. 

There are examples of work where there has been consistent user involvement including:

· Strategic joint planning

· Sainsbury review of mental health services

· Crisis Resolution

· Care Programme approach. 

However there is concern that service user involvement is still practiced on an ad hoc basis and is not embedded in organisational practice. Respondents identified the need for the project to continue in order to move this agenda forward and felt it would flounder without this support. The need to identify user involvement 'champions' within organisations at all levels was also identified.  

Although progress has been made at the strategic planning level at the service level there is still much to do. Service level changes such as the introduction of the recovery model will be a challenge for staff and service users. 

· There is broad agreement among respondents that mental health service user involvement is still fragile and in some cases tokenistic.

· Senior managers report that inflexible funding arrangements act as a constraint on innovation. 

· There are shared concerns about the pressure placed on user representatives.

· It is felt that there is still an assumption that professionals 'know best' and this is a significant problem at the service level. 

· Both service users and managers share concerns about how to constructively challenge one another's perspectives when planning and developing services together.

· Both groups also identified problems in ensuring that user representatives are able to represent the views of a wide constituency of mental health service users. 

4. To develop some specific mental health service user involvement projects with partners (e.g. develop quality assurance mechanisms that reflect users experiences, involve users in recruiting and training staff, work with BME groups to identify their needs). 

Progress in relation to this objective has in part been evidenced above, for example in relation to joint recruitment of staff. There is one area of notable exception. The capacity limitations of the pilot project have meant that the issue of linking with and identifying the needs of BME groups has not been possible within the time and staffing constraints of the pilot project.   The evidence suggests that attempting to meet this objective was over ambitious. This is an area that requires special attention and investment in the future.  

· The pilot project has operated in a reactive rather than a proactive way. Those areas of work which have been developed have been largely determined by the needs of the Trust/LHG/ local authority. 
· The pilot project has prioritised the recruiting of service user representatives and other service users.  This has accommodated the consultation needs of the statutory sector. 
· Project staff and service representatives have also worked with partner agencies to influence the planning and implementation of local mental health services. 
· There is evidence to support the claim that the mental health service-user involvement pilot project has firmly established itself as a credible partner at the strategic level. 
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